Objective: Ankylosing spondylitis (AS) is a chronic inflammatory rheumatic disease in which individuals experience a long delay to diagnosis. Prior to diagnosis, individuals report frequent use of complementary and alternative medicine (CAM) therapies. While popularly used, there is a dearth of knowledge concerning the experiences of CAM practitioners in terms of treating individuals with AS. Addressing this knowledge gap, the present study provides a detailed exploration of how UK-based CAM practitioners treat individuals with AS.
| INTRODUCTION
Ankylosing spondylitis (AS) is a chronic rheumatic condition causing inflammation of the spine and peripheral joints. While the term "axial spondyloarthritis" has been used more recently to describe this type of spondyloarthropathy (Akkoc & Khan, 2016; Sieper & van der Heijde, 2013) , the term "AS" has been used throughout this article as the most common and recognized term by individuals with AS and complementary and alternative medicine (CAM) practitioners.
Global figures estimate the prevalence of AS to be 0.1-0.2% (Dean et al., 2014) , with an average age at onset of 17-24 years, a higher prevalence in men (Haroon, Paterson, Li, & Haroon, 2014) and an average age of 33-39 years at receipt of diagnosis (Feldtkeller, Khan, van der Heijde, van der Linden, & Braun, 2003) . Delay in diagnosis is a particular issue in AS (Sykes, Doll, Sengupta, & Gaffney, 2015) , with average delays of 9.8-10.4 years between symptom onset and diagnosis, although delays of 30 years have also been reported (Feldtkeller & Erlendsson, 2008) . Delay in receipt of an AS diagnosis is typically due to the difficulty that clinicians experience in identifying inflammatory back pain (Mansour et al., 2007) , recognition of the main diagnostic criteria for AS (Dincer, Cakar, Kiralp, & Dursun, 2008) and an inability to differentiate this from mechanical back pain (Jois, Macgregor, & Gaffney, 2008) .
During the period between symptom onset and receipt of diagnosis, individuals will typically attempt to self-manage their symptoms. The process by which individuals interpret and manage illness is usually conceptualized in terms of the self-regulatory model (Leventhal, Meyer, & Nerenz, 1980) . This process starts with an interpretation of symptoms, whereby individuals develop illness cognitions (thoughts about cause, identity, timeline, consequences and curability of symptoms). This interpretation then influences the coping strategies chosen to manage their symptoms (Leventhal, Diefenbach, & Leventhal, 1992) . When explanations or coping strategies are deemed inadequate, further assistance is typically sought from health professionals (Sheppard, Kumar, Buckley, Shaw, & Raza, 2008) . Where no satisfactory explanation or symptom relief is experienced, individuals may then seek CAM (Bishop, Yardley, & Lewith, 2006) as an alternative coping strategy.
A UK survey of 276 AS patients found use of at least one type of CAM (osteopaths, chiropractors, acupuncturists or masseurs) by 40% of participants prior to diagnosis (Sengupta, Cook, & Gaffney, 2014) .
Defining CAM as any treatment outside prescription or recommendation from a mainstream practitioner, one Australian study identified CAM use in 94.7% of individuals with AS (Chatfield et al., 2009) . By contrast, a UK population-based study estimated that 32.1% of the adult population in England had used at least one of eight CAM therapies, demonstrating that individuals with AS make greater use of CAM compared with the general adult population.
While evidence has demonstrated that individuals with AS use CAM therapies, research has focused on the experiences of individuals with AS rather than CAM practitioners. Only one study has explored the experiences of CAM practitioners with regard to treating individuals with AS (Sengupta et al., 2014) . CAM therapists in the latter study reported lower confidence in managing inflammatory compared with mechanical back pain. Consequently, little is known about CAM practitioners' knowledge and understanding of AS, their diagnosis and treatment of AS, how individuals with AS present symptoms to CAM practitioners and the possible benefits of CAM treatment for individuals with AS. The present study addresses this knowledge gap, using qualitative methods to provide a detailed understanding of the experiences and knowledge of CAM practitioners towards diagnosing and treating individuals with AS.
| MATERIALS AND METHODS
The study adopted a relativist epistemology, seeking to gain a better understanding of what happens when people with AS visit CAM practitioners, through CAM practitioners' accounts of their process and approaches to diagnosis. A phenomenological approach was also taken, analysing CAM practitioners' accounts of their experiences of working with clients with AS, and what these experiences meant to them (Willig, 2013) .
Semi-structured telephone interviews were conducted with eight CAM practitioners. Individuals were recruited to participate, either through an expression of interest at a public engagement event, completion of a previous online survey for CAM practitioners or invitations advertised by CAM regulatory bodies via social media, email or newsletter. Included participants were 18 years of age or above, UK based, fluent in English and currently practising at least one CAM therapy. For the purpose of the present study, CAM therapy was defined as "any health and well-being therapies or treatments that are not considered to be part of mainstream healthcare". To ensure that a range of views was captured, a specific effort was made to recruit male and female therapists who practised a wide range of CAM therapies. The minimum sample size was determined by the phenomenological focus of the study, for which a minimum sample of six participants is required (Morse, 1994) . Recruitment continued until a range of CAM practitioners (as described above) were recruited, and data saturation had been reached (when no new information was being gained through additional interviews).
A topic guide (see Figure 1) was produced collaboratively by researchers with shared expertise in qualitative methods and AS, using a focus on the self-regulatory model and illness cognitions as a guide (Leventhal et al., 1980; Leventhal et al., 1992) . Topic guide questions were developed following discussions with individuals with AS and CAM practitioners at a targeted public engagement event and later 
| RESULTS
Eight CAM practitioners (four males, four females), aged 45-69 years, who had practised a range of CAM therapies across the UK for 8-46 years took part in the interviews (see Table 1 ).
Data were characterized by three themes: (i) the whole picture; (ii) alarm bells; and (iii) a common language. Each theme is presented in turn below, with illustrative, verbatim quotes from participants' narratives (participant names are pseudonyms). Further to identifying ways to manage AS symptoms, CAM practitioners were highly motivated to help clients to obtain a diagnosis, recognizing the potential distress associated with a lack of diagnosis. In the search for a diagnosis, some CAM practitioners used multiple and sometimes conflicting therapeutic approaches (e.g. biomedical and traditional five-element Chinese medicine theory). Often, practitioners combined use of these approaches, citing taking case histories, inspecting X-rays and conducting physical examinations. Practitioners would typically provide a diagnosis to clients that related to the particular pattern of disharmony identified (emotional, physical, habitual) for that individual, with respect to Chinese medicine theory. With clients who presented with chronic back pain, but had not received a medical diagnosis, several practitioners advised that they would not offer a diagnosis until they felt more knowledgeable about the condition, suggesting a measured approach to the diagnosis and treatment of AS among CAM practitioners:
Well, we don't diagnose -that's something we don't do as Bowen therapists. And we always refer to a GP [general Adopting an improved communicative strategy supports a CAM practitioner view that CAM is truly complementary to mainstream care, being able to work alongside, rather than in opposition to, mainstream care. Importantly, CAM practitioners perceived CAM to offer symptom relief rather than a cure, convergent with a focus on placing CAM therapy as a secondary rather than primary treatment for AS:
My treatment is purely secondary and supportive, and is not frontline. (Geoffrey, chiropractor)
CAM practitioners were keen to adopt an active role in supporting clients with mainstream care for AS. However, some participants described a perception of CAM being undervalued in mainstream care
and considered as incompatible therapeutic approaches. These CAM practitioners argued for integrated CAM and mainstream services, to enable a wider range of free to access NHS services for individuals with AS, and increased opportunities for CAM and mainstream healthcare professionals. There is a shared opinion among CAM practitioners that clients' needs may be best met with a multidisciplinary approach:
I feel strongly that we should be working with doctors and all the other health professionals, to give a full range of care for our patients. (Jenny, Bowen therapist)
The present study provides a unique and detailed understanding of CAM practitioners' experiences of treating individuals with inflammatory back pain, specifically in relation to the management of AS and a delay to receipt of diagnosis. Consistent with previous findings, CAM practitioners in the present study reported that clients with AS experience a substantial delay between symptom onset and receipt of diagnosis (Feldtkeller & Erlendsson, 2008) . Proposed explanations for this delay included the broad symptom specification and identification of guide a strategy for earlier referral to rheumatologists, who observe the shortest delay in diagnosing AS (Gerdan et al., 2012) .
CAM practitioners claimed that CAM therapy provided effective AS symptom management and encouraged self-management, supporting the idea of a self-regulatory model (Leventhal et al., 1992) . The holistic approach to consultations supported individuals with AS to interpret symptoms (illness cognitions) and provide an explanation for them, both in terms of traditional medical models and Chinese medicine. Practitioners emphasized the importance of actively listening to their clients as experts of AS, to help them to manage symptoms autonomously and effectively, and be in charge of their own CAM experience (e.g. appointment frequency). Consistent with this finding, research suggests that individuals using CAM perceive therapy as offering control over their illness (Klimenko & Julliard, 2007) . Adoption of a holistic approach by CAM practitioners means that, in addition to addressing primary disease symptoms, suggested coping strategies also addressed secondary issues associated with living with AS (e.g. relaxation targeting psychological distress). This is an interesting contrast as mainstream treatments of AS are typically not afforded the time or resources to tackle these secondary symptoms.
CAM practitioners placed an emphasis on working together with mainstream healthcare providers and clients in a collaborative environment. Previous research has shown that encouraging the client to take an active role and adopt an internal locus of control would be the most likely action taken by collaborating mainstream and CAM providers (Klimenko & Julliard, 2007) . Therefore, adoption of a "team" approach Taking a critical approach, the present study contains a number of methodological limitations. Firstly, it is important to acknowledge that participants were self-selecting. This reflected the fact that the study attracted CAM practitioner participants who had experience of treating AS rather than those who did not. Notably, potential participants were reluctant to take part if they had no experience in treating AS. Nonetheless, with efforts to address sampling issues, a good range of CAM practitioners were recruited, both male and female, across a variety of CAM therapies, with a range of years of experience.
Secondly, participant interviews were conducted via the telephone rather than in person. Some studies suggest that telephone interviews provide lower-quality data when compared with face-toface interviews (Gillham, 2005; Novick, 2008) owing to difficulties in establishing a rapport with participants and following up on non-verbal cues during the interview process (Gillham, 2005) . A body of research contests this and argues that telephone interviews provide rich data and can be a superior interview choice in particular circumstances (Stephens, 2007; Sweet, 2002) .
A strength of the study was that all authors were involved in the coding, analysis and theming of the data. However, the analysis and findings were not peer reviewed by individuals with AS or CAM practitioners. This is a limitation as such reviews allow researchers to con- 
